The most difficult challenge in further developing the practice of palliative care is the effective delivery of familycentred care. New models that target family support to those with unmet family needs will help to address this gap. In this issue, articles examine family needs when a parent is dying and search for models of family-centred care. 1-3 Future research must focus on these crucial issues.
Indications for family-centred care
While all families have informational needs, which can be addressed by family meetings in the inpatient or homecare setting, the following are indications for more extensive family-centred care:
1. The family of the palliative care patient with dependent children, both younger and adolescents, who need support, preparation for the loss of their parent and discussions about their future. The single parent and parents of a disabled child have special needs. 2. The family of a paediatric patient facing the death of that child, while trying to raise siblings and manage all the pressures on the family as a whole. 3. Dysfunctional families, where levels of impaired communication, reduced cohesion or high conflict define their relational difficulties. There is proven risk for morbid outcomes among members of these families in bereavement, including depressive disorders and complicated grief. Services often find caring for these families challenging. 4. Families with high needs, exemplified by two or more members afflicted with cancer, cumulative losses, disabled family members, chronic mental illness, prior trauma including refugee status, or financial and sociodemographic disadvantage.
Helping dysfunctional families
Beyond the assessment of family needs, 4 research should better define how to recognise dysfunctional families and engage these families to accept care that helps them with their predicament. One method could be the use of screening tools to increase recognition of families 'at risk'. The Family Relationships Index (FRI) is one example, which assesses communication, cohesion and conflict to define functioning, and has been well validated in palliative care. 5 Recognition of well-functioning families (typically 70% in palliative care), whose resilience is protective, can be very reassuring for clinical teams. These families need education, but no further focused family care. Importantly, research into recognition of 'families at risk' has defined three types of non-supportive relational styles: low communicating (about 20%), uninvolved (6%) and conflictual (6%) families. 6 These latter families need greater help. A recent randomised controlled trial (RCT) of family therapy that began during palliative care and was sustained into bereavement with 'at risk' families confirmed earlier research and demonstrated benefits in bereavement, including prevention of complicated grief or prolonged grief disorder. 7 The patient was commonly present for the first 3-4 family sessions, and therapy of 6-10 sessions occurred across 12-18 months. The resultant continuity of psychosocial care was deeply appreciated by these families. The translational resource implication is that the social worker or psychologist working in palliative care is skilled in family work. Where a psycho-oncology programme exists in a cancer centre, the establishment of a family clinic that takes responsibility for such care, as modelled at Memorial Sloan-Kettering Cancer Center over the past decade, answers this need. Home care services can conduct this family therapy in the home, as happened in these RCTs.
The parent with advanced cancer and dependent children
Park et al. 1 offer an excellent paper in this issue on parenting dependent children while living with advanced cancer. Parents hope that their disease will be controlled until their children grow older, yet know of the co-existing threat to life. They worry about their children's future and how the surviving parent will cope. They grieve what they may miss of future family life, yet strive to sustain normality, sharing values and creating memories for their children. They prioritise anti-cancer treatments that prolong life. Their functional status is the key determinant of their Palliative Medicine 31 (3) readiness to talk to their children about the meaning of their dying, as they often postpone difficult conversations about guardianship and advance care planning. Clinicians carry the responsibility to recognise when such preparation for the end of life is inescapable.
Fearnley and Boland 2 confirmed that parents want guidance from clinicians about what to say to their children, yet regrettably clinicians feel untrained about what to advise. Research into communication skills training about facilitating family work in palliative care is urgently needed. Parents' desire to protect leads to optimism, creating uncertainty about when to change direction. Some parents are fearful, distressed and protective; they may employ denial that limits open communication. Most want clinicians to guide them much more -they want effective family therapy to be available.
Family meetings to enhance family care
The structured family meeting is one way to address these concerns. In practice, many family meetings become too medically oriented, aiming to solve discharge planning, without attention to the needs of the family as a whole. In this issue, Cahill et al. 3 lamented the lack of evidence about the benefits of family meetings, although their review was focused on a 'single' meeting in the inpatient setting. They highlighted the importance of adequate resourcing to provide family-centred care, a reality not yet achieved across much of the world. Research questions emerge, such as what are realistic goals for a single family meeting? Should it include assessment of the relational functioning of the family and thus any need for further family-centred care? How does the palliative care physician help the family appreciate their need for continuing psychosocial care at the family level? In an era when palliative care strives to set collaborative goals of care for the patient at the end of life, might it also set goals of care for the family as a whole?
Future directions for family-centred research in palliative care
Much needs to be done. Where palliative care training programmes conduct communication skills training, a module on 'running a family meeting' needs to be part of the core curriculum. 8 Research needs to better define the skills needed to facilitate safety in conducting meetings with difficult families in palliative care. What place do circular questions have to reveal family dynamics? How are challenging families better engaged in psychosocial care programmes?
More trials of family interventions need to confirm the optimal timing, dose of intervention and model of therapy to optimise family functioning. The evidence base is emerging about how to achieve this clinical work; its translation with optimal staffing will enhance outcomes through further dissemination-implementation research in the future. Beyond information provision and education for the family, research needs to define effective models that lead to the routinisation of family-centred care for those with more complex needs.
